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ABSTRACT

The current number of dementia cases in Europe stands at 7.7 million, a figure projected to double by 2050. Caregivers
of individuals with dementia experience a heightened burden compared to those caring for other chronically ill individ-
uals, increasing the risk of depression and stress disorders. This systematic literature review, following PRISMA guidelines,
explores the prevalence of anxiety and depressive symptoms in dementia caregivers. Searches in academic databases,
restricted to studies from the last 15 years, identified eighty-five articles with 16 meeting the inclusion criteria. Results
indicate a significant caregiver burden, diminished self-reported quality of life, and a propensity for clinical depression.
Depression and anxiety symptoms were more pronounced among female caregivers. Caregiver depression correlated with
increased emergency department utilization by dementia patients, with a surge in depressive symptoms reported during
the COVID-19 pandemic. Caregiving for dementia patients was associated with burnout, adversely impacting caregiver
quality of life. Depression and anxiety symptoms in caregivers correlate with substance use. Sociodemographic variables,
including low socioeconomic status, high urbanization levels, and older age, were associated with caregiver depression.
Caregivers of individuals with Alzheimer’s disease reported higher anxiety, burden, and depression scores compared to
those assisting individuals with other dementias, particularly when neuropsychiatric symptoms were evident. The identifi-
cation of the factors that are linked to the mental burden of caregivers allows mental health professionals to enhance symp-
tom detection and provide tailored support, alleviating caregiver burden and improving dementia care quality. Systematic
professional assistance and training opportunities through health policies can effectively alleviate caregiver burden.

KEYWORDS: Depression, anxiety, dementia, Alzheimer, caregivers.

Introduction

The current number of dementia cases in Europe
is reported to be 7.7 million individuals, and projec-
tions suggest a twofold increase by the year 2050.' The
Alzheimer’s World Report 2015 indicates a global num-
ber of cases of 46.8 million individuals living with de-
mentia in 2015, with a projected doubling approximate-

ly every two decades, reaching 74.7 million in 2030 and
131.5 million in 2050. Regional variations are evident,
notably in Japan where the aging population constitut-
ed 26.3% in 2015, surpassing rates in Western countries
(19% in the European Union, 15% in the USA, and 8%
worldwide).? This demographic shift signifies a consider-
able proportion of the elderly population, with estimates
suggesting 1 in 4 individuals being elderly. Moreover,
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the trajectory of population aging is anticipated to per-
sist, with projections indicating that by 2060, 39.9% and
26.9% of the Japanese population will be aged over 65
and 75, respectively.?

The provision of care for dementia afflicted individ-
uals places a considerable strain on familial caregivers,
extending beyond the financial costs to include reduced
productivity and significant emotional impacts. This
caregiving responsibility has pervasive implications,
which have an impact on psychological well-being and
the overall quality of life and they also increase the sus-
ceptibility to psychopathological conditions, including
anxiety and depression. Comparative studies indicate
that family caregivers of dementia patients experience
a greater burden than those caring for individuals with
other chronic illnesses, leading to a higher risk of de-
pression.*

Identifying factors that increase psychological dis-
tress among caregivers is essential, as their sustained
well-being is crucial for delivering effective care to in-
dividuals with dementia.> Research highlights several
demographic determinants that heighten mental health
challenges for caregivers, including lower educational
attainment, limited income, being a spousal caregiver,
female gender, and identifying as white.*

Psychological and behavioral determinants, including
a less favorable self-rated health, reduced social net-
works, use of dysfunctional (emotion-focused) coping
mechanisms, and stress manifesting as role overload,
restriction, or burden, have been identified as contribu-
tors to depressive symptoms.’®'* The burden indicators
of the caregivers, are associated with the spectrum and
intensity of the symptoms that are exhibited by elder-
ly patients, including heightened behavioral issues, in-
creased levels of physical disability [deficits in activities
of daily living (ADL)], and diminished cognitive function-
ing, which have been documented as risk factors.57'4

Material and Method

This review was conducted following the guidelines
of the preferred reporting items for systematic reviews
and meta-analysis (PRISMA). The purpose of the present
study is to investigate the anxiety and depression expe-
rienced by caregivers of patients with dementia.

Search strategy

Systematic searches on computerized databases were
performed, in order to retrieve English language materi-
al that has been published and developed over the last
15 years. The search was conducted through the elec-
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tronic databases of academic research Google Scholar,
PubMed and Scopus. The following combinations of
words were set as criteria for the search: caregivers AND
dementia; caregivers AND dementia AND depression;
caregivers AND dementia AND anxiety.

Screening criteria

Inclusion criteria: (a) Study type: single quantitative
study, qualitative analysis of interviews, systematic re-
view, systematic review and meta-analysis, cohort rand-
omized controlled trial (b) Population of study: caregiv-
ers of patients with dementia. (c) Outcome: affective
symptom outcome (including but not limited to depres-
sion, anxiety, distress, etc.). Each study underwent a criti-
cal appraisal, initially assessing its title and subsequently
scrutinizing its content. Studies deemed partially unre-
lated to the research subject were excluded during this
phase. Subsequently, the remaining studies were further
evaluated, and those lacking methodological rigor or
exhibiting incomplete relevance to the research topic
were excluded. This meticulous process culminated the
compilation of the final list of studies included in the re-
search.

Data extraction

Data from retained articles were manually extracted
into a data extraction table using Microsoft Excel. Data
extracted from the retained articles included: authors,
title of the study, type of study, results (see table 1). The
records screening process are shown through the flow-
chartin figure 1.

Data synthesis and analysis

The diverse nature of the across studies data, in par-
ticular the methods of reporting symptoms or psycho-
pathology, lead to an inability to construct a meta-anal-
ysis, therefore a narrative synthesis was used.

Results

A total of 85 records were retrieved from searching
databases (Fig 1; Flow diagram of the search process).
After removing twenty-three duplicates, 62 records were
screened, of which 46 were excluded as not relevant. We
included a total of sixteen studies, all of which were as-
sessed for quality and included in the systematic review.

Characteristics of the studies meeting inclusion cri-
teria are presented in table 1 and more detailed infor-
mation regarding the characteristics of the studies can
be found in table S1 in the appendix. Most studies were
cross-sectional studies. Qualitative studies, systematic
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Figure 1. Prisma flow-chart of inclusion and exclusion of publi-
cations derived from the database searches.

reviews and meta-analyses were included in our study.
Our systematic review of symptoms of depression and
anxiety among caregivers of dementia patients reveals
a concerning prevalence of psychological distress within
this population. The findings consistently demonstrate
that caregivers experience significantly higher rates of
depression and anxiety compared to the general popu-
lation, with female caregivers being disproportionately
affected.”?® The review identifies numerous factors con-
tributing to caregiver distress. Notably, elevated levels of
caregiver burden, associated with behavioral and psy-
chological symptoms exhibited by dementia patients,
are strongly linked to increased symptoms of depression
and anxiety. For instance, caregivers managing behav-
iors such as aggression and irritability in patients report
heightened anxiety and depressive symptoms.’®-?° Our
analysis also highlights the correlation between car-
egiver burnout and mental health outcomes. Younger
caregivers and those dealing with significant behavioral
issues in patients are at an increased risk for burnout,
which in turn correlates with depressive symptoms.?'
Furthermore, the presence of sociodemographic varia-
bles, such as caregiver age and relationship type, influ-
ences the severity of depression experienced.”>?* Coping
strategies employed by caregivers emerge as a crucial fac-
tor in mitigating the effects of psychological distress. The
effective use and development of coping mechanisms

can significantly reduce symptoms of depression and
anxiety, emphasizing the need for targeted interventions
that enhance caregiver resilience.?” Overall, our review
underscores the urgent need for comprehensive support
systems for caregivers of dementia patients. By address-
ing the unique challenges faced by this demographic,
we can improve their mental health outcomes and over-
all quality of life.’”®?2 Implementing patient- and caregiv-
er-centered interventions can enhance the caregiving
experience, reduce psychological burdens, and improve
healthcare outcomes for this high-risk population.

Discussion

This study aimed to assess anxiety and depression lev-
els among caregivers of individuals with dementia. To
our knowledge, it is the first systematic review to apply
the PRISMA methodology to explore these symptoms
specifically in dementia caregivers.

Research findings indicate that caregivers of individ-
uals with dementia encounter substantial burden and
exhibit diminished health-related quality of life, with a
notable susceptibility to clinical depression.”” Moreover,
symptoms of depression and anxiety are discerned to be
more pronounced among female caregivers, suggesting
a disproportionate impact in comparison to their male
counterparts.” One possible explanation for the ob-
served gender differences in caregiving may stem from
stress-coping theory.?' Research suggests that women
are more likely to employ maladaptive coping strate-
gies, such as denial, escape, and avoidance, compared to
men, who more frequently utilize effective strategies like
problem-solving, acceptance, and distancing.3> Women
may also experience caregiving in a more emotionally
intense way than men, whose challenges may manifest
differently, such as through poor health or disrupted
sleep patterns. As a result, common assessment tools for
measuring the negative aspects of caregiving may not
fully capture men’s experiences and could be more at-
tuned to the challenges faced by female caregivers.**

Additionally, the studies highlight a correlation be-
tween caregiver depression and heightened emergency
department use for dementia patients.'® The ongoing
COVID-19 pandemic is further identified as a contribut-
ing factor to an elevated prevalence of primarily symp-
toms of depression, along with other psychological ef-
fects, among caregivers of individuals with dementia.’®

Several studies have illuminated the fact that the car-
egiver burden associated with the behavioral and psy-
chological symptoms of dementia exhibits variability
across different symptoms, indicating that the impact



does not uniformly correlate with the frequency and
severity of the disease.?® Specific symptoms such as
agitation/aggression and irritability/immobility were
identified in two studies as exerting significant effects
on caregivers, notwithstanding their relatively low fre-
quency and severity. Notably, in the context of Greece,
caregiving practices diverge from those in other devel-
oped nations, with a predominant trend of familial care
at home.?" This study revealed that nearly half of the
caregivers displayed pronounced signs of mental fa-
tigue, and almost a quarter of them experienced symp-
toms of depression. Factors such as the caregiver’s early
age, heightened behavioral symptoms in dementia pa-
tients, and caregiver depression were identified as inde-
pendently associated with the manifestation of mental
fatigue. The study underscores the complexity of mental
fatigue, emphasizing its intricate interplay with various
patient and caregiver factors, thus advocating for its in-
corporation into routine clinical assessments in demen-
tia care practices.

Research consistently shows that caregiving roles can
lead to burnout syndrome, negatively impacting car-
egivers’ quality of life and correlating with depressive
and anxiety symptoms in care recipients, as well as in-
stances of abusive behavior by caregivers. 2> Depression
in caregivers is frequently linked to sociodemographic
factors such as lower socioeconomic status, heightened
urbanization, and advanced age. Additionally, a sub-
stantial body of research highlights a robust positive
association between caregiver burden and symptoms of
depression, with dementia caregivers exhibiting a high-
er effect size compared to those caring for frail elderly
individuals and stroke survivors.?* Converging evidence
suggests that caregivers of individuals with Alzheimer’s
disease have to deal with elevated stress, burden, and
depression, particularly in the presence of neuropsychi-
atric symptoms. Effective coping strategies can mitigate
the impact of stressful situations, consequently improv-
ing caregivers’ quality of life. Some studies suggest that
enhanced supportive interventions were associated
with reduced symptoms of depression in caregivers, im-
plying that clinical strategies can potentially safequard
caregivers from chronic manifestations of depression.
These findings underscore the need for new research fo-
cused on targeted interventions to address the complex
challenges faced by caregivers.

Prevalence of mental health disorders within the
caregiver population attending to individuals with
Alzheimer’s disease remains indeterminate. In a specific
investigation, the aggregate prevalence rates were re-
ported as follows: depression at 34.0%, anxiety at 43.6%,
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and psychotropic medication use at 27.2%. This study
discerned that the likelihood of experiencing depression
was 1.53 times higher for female caregivers, 1.86 times
higher for male caregivers, and 2.51 times higher for
spousal caregivers.”® Caregivers of Alzheimer’s patients
exhibited an elevated prevalence of mental health disor-
ders, notably depression and anxiety, in contrast to both
the general population and caregivers attending to indi-
viduals with diverse medical conditions.

In the broader context, the existing literature on the
subject is limited, and lacks randomized controlled tri-
als. Numerous contemporary clinical studies rely on
cross-sectional research designs. Given the progressive
deterioration of behavioral symptoms and daily life
functions in dementia, there is a need for longitudinal
studies with extended follow-up periods to ascertain
whether caregivers’ depressive symptoms undergo
temporal changes.?* The lack of standardized methodol-
ogies across studies has made it challenging to estab-
lish definitive indicators of psychopathology or related
symptoms. Variability exists both in the methods used
and, in the tools employed to assess depression and
anxiety, while diverse data processing approaches fur-
ther contribute to inconsistencies in reported outcomes
across studies. Achieving greater consensus and uni-
formity in the scales employed for assessing these out-
comes in future research endeavors would enhance the
comprehension of the prevalence of anxiety, depression
symptoms, or psychopathology in dementia caregivers.
Consequently, the generation of more robust clinical ev-
idence may necessitate an increase in high-quality ran-
domized controlled trials with consistent methods for
outcome evaluation. While evaluation criteria have been
delineated, the potential for bias in results persists.

Considering the systematic literature review’s find-
ings, future research endeavors examining anxiety and
depression in dementia caregivers should center on
delineating the impact of specific behavioral and psy-
chological symptoms of dementia, such as agitation/
aggression and irritability/immobility. As suggested by
Huang,®' comprehending the clinical mechanisms un-
derpinning depression and anxiety necessitates an ex-
ploration of psychosocial, physiological, and biological
factors. Furthermore, there is a need to investigate the
role of the COVID-19 pandemic in amplifying the preva-
lence of depressive symptoms among dementia caregiv-
ers. Exploring interventions targeting the mitigation of
burden and enhancing the health-related quality of life
for caregivers, particularly those tending to Alzheimer’s
patients with neuropsychiatric symptoms, should be a
priority in such research initiatives. Insights from such
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research can inform the development of targeted sup-
port and interventions tailored to the unique challenges
faced by dementia caregivers, leading to an improve-
ment in their overall quality of life. The identified find-
ings offer valuable insights for policymakers in shaping
innovative programs and services aimed at alleviating
and mitigating the strain experienced by caregivers,
with consideration of diverse social and cultural con-
texts. A prevalent theme in the literature underscores
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ZUOTNMATIKN AVACKOTNON CUUNMTWHATWY KataOAiyng
Kal AyXOoUG O€ @PPOVTIOTEG aoOevwv pe avola

Aéomowva Ntehn,' Nwpyog ToouBéAag,® Anuntplog Poukag,® MavoAng Méving!

"Tunua latpikng, Mavemotiuio Osooaliag, Adpioa,
2Tunua Yuyodoyiac, EOviké kat Kamrodiotpiakd Mavemotruio ABnvawvy, Abriva,
Wuxiatpiké Tunua, 417 NIMTE, ABrva,

“Tunua Emotnuwv tn¢ Ekmaidevonc kar Kowvwvikric Epyaoiac, Mavemotnuiov Matpwy, MNdtpa

IZTOPIKO APOPOY: MNapahipOnke 19 MapTtiou 2024/AvaBswpriBnke 29 Oktwpiou 2024/AnpootevBnke Aodiktuakd 15 Askeppiov 2024

NEPINHYH

O ap1BudC TV atopwy e dvola otnv Eupwmn gival emi Tou MaPOVTOC 7,7 eKAToppUpla Kat avapévetal va SmAaclaoTel Ewg
70 €10¢ 2050. Ol PPOVTIOTEG ATOPWVY PE Avola avTipeTwtiCouv peyalUtepn emPBdpuvon amd Toug GPOVTIOTEG AAAWY ATOUWV
pE xpovia aocBévela Kal Slatpéxouv HeyaluTepo Kivduvo va avamtuéouv KatdbAiyn kat Statapaxég dyxous. Méoa améd tnv
mapovoa cuoTnpatiky BipAloypagikr avackomnon (PRISMA Analysis) emixelpoUpe va SIEPEVVIICOUE TOV ETIITONACUO OL-
MITTWUATWY Kal SlaTapaxwyv Ayxoug Kal KatdBApng o€ @povTiotég acBevwy pe dvola. Mpayupatomoldnke pia avaditnon
o€ akadnUAikéG NAEKTPOVIKEG BAoelg SESOUEVWV UE TOV XPOVIKO TIEPIOPIOUO Ol LEAETEG VA £XOUV SNUOCIEVTEL EVTOG TWV TE-
Aeutaiwv 15 eTWv. Evtomiotnkav 85 dpbpa Katl cuumepAn@Onkav 16 Ta omoia mMAnpovcav Ta KPITNHPLd. Ta amoTeEAéCHATA TWV
MEAETWV €6€1€av OTI Ol PPOVTIOTEC BIWVOUV CNUAVTIKN EMBAPUVON KAl LEIWPEVN auTOAVAPEPOMEVN TToldTNTA (WIS , EVW
mapAAANAa ep@aviouv TACELS Yia avamTugn KAVIKAG KATABAYNG. Ta cupmtwpata KatdoMyng Kat ayxoug Bpédnkav va ivat
M0 oofapd OTIC MEPIMTWOELG TWV YUVALKWY QPOVTIOTWV. H KATAOAIYN Twv @PovTIoTWV OXETI(eTal e TNV auénuévn xpnon
TOU TUNMATOC EMEIYOVTWY TTEPIOTATIKWY ATTO A0BOEVEIC e Avola Kal KaTtd Tnv mepiodo tng mavonuiog COVID-19 amotunmwOnke
avénon tTou eMIMOAACHOU KATAONMTTTIKWY CUUTTTWUATWY OE QPOVTIOTEG ATOUWV PE dvola. H ppovTida atéuwv pe dvola ouvdé-
Onke pe TNV emayyeApatikn e€ovBévwon, emnPeAlovTac apvnTIKA o€ TTOAU HeYAlo Babuo tnv moldtnTa (Wi TWV @POVTIOTWV.
ATIOTUTTWONKE CUOXETION AVANECO OTA CUUTTTWHATA KATABAIPNG Kal AyXoug TWV @POVTIOTWY KAl TV XPHOoN OUCLWY aTto TNV
TAEVPA TWV PPOVTIOTWV. H KATABAIYN OTOUC PPOVTIOTEG CUOKETIOTNKE UE KOIVWVIKOSNUOYPAPIKEG LETARBANTEG OTTWG TO XAMN-
O KOIVWVIKOOIKOVOUIKO €TTiTeS0, To UPNAOTEPO MiMeSO AOTIKOOINONG Kal TN PeyaAUTePN NAIKiA. Ol QPOVTIOTEC ATOUWY PE
voéoo Alzheimer ava@épouv onpavTika VPNAGTEPEG TIMEG OTA CUUTTTWHATA AyXoug, EMBApuvong Kal KatdOMYNng o€ cUyKpLon
L€ POVTIOTEG TTOU TTAPEXOUV UTTNPEGIEG OE ATOMA UE AANEG AVOLEG, E10IKA OTAV TA VEUPOWUXIATPIKE CUUTTTWHATA EIVAL EUPAVE.
Me Tov EVTOTIGUO TAPAYOVTWY TTOU cUVSEOVTAL HE TNV YUXIKH EMPBAPUVON TWV GPOVTIOTWY ATOPWV HE AVOLd, Ol EMAYYEAUA-
Tieg YuyIkAg vyeiag Ba €xouv Tn SuvaTdTNTA VA TTPOXWPEOUV GE EyKALPN AVIXVEUGN CUUTITWHATWY KAl VA TTOPEXOLUV KATAAANAN
UTTOOTAPIEN VLA VA AVOKOU®IoOLV TO BAPOC TWV PPOVTIOTWV KAl Va EVIOXUOOUV ThV TTOIOTNTA TNG @PovTidaC yla Ta ATopd He
avola. Méoa amod mMoAITIKEG uyeiag Ba gival XprioIHo Ol POVTIOTEG va AapBAvVouV TTEPIOCATEPN KAl TIIO GUOTNHATIKY EMTAYYEN-
patikn BorBela kal va £Xouv eukalpieg KATAPTIONG WOTE va PEWOEL n emPBdapuvon Toug.

NEZEIX EYPETHPIOY: KatdOAupn, ayxog, avola, alzheimer, povTIoTEC.

Juyypagéac emkovwviag: NMwpyog ToouBéNag, Tunua Yuxohoyiag, Oihoco@ikn Xxolr, Mavemotnuiovnoln Zwypdagou, 157 84 ABrva,
AievBuvon e-mail: gtsouvelas@psych.uoa.gr



